aspects of what can happen to the personal stability of dying and grieving people when everything one stands upon seems to be turned upside down; when everything one holds to be certain and dear seems about to be lost.
In a very general sense, a system is said to be in equilibrium if it does not tend to undergo further change of its own accord. Conflicting forces within the system are balanced and the system is at rest, as for example, when the strength or tensile force of a rope from which a metal bar is suspended is equal to the gravitational force exerted on the bar (3). One could, indeed, as Ekeland has said, write a history of science around the concept of equilibrium, so central is this concept to mechanics, physics, chemistry, economics, and the biological and social sciences.
It is the meaning of equilibrium in the social sciences, however, that opens a direction of thought on the place of equilibrium in palliative care. Equilibrium in the social sciences is a situation of stable mutual adjustment; a situation in which the actions of individuals or groups are the best response to the actions of others. People behave as one expects them to behave. Destabi-' lization sets in when individuals or groups begin to act contrary to the values, standards, and behaviours a community or society expects to be respected. Reverberating adjustments to frustrated expectations can rumble throughout a community and equilibrium can give way to erratic oscillation (4).
I have never yet, in the pages of this Journal, reflected on the place of equilibrium in palliative care, nor have I ever thought about the meaning and agency of equilibrium in the suffering of dying and grieving people. An image and words recently heard or read move me to do so now.
The image is of a woman's face, streaming with tears and contorted with inconsolable grief, and with the most painful incapacity to grasp what has happened, as she is told that her only son, so badly damaged in an accident, cannot be saved. Between her choking sobs, sobs that trembled through her whole body, she repeatedly cried out her shock over this so unexpected terrible loss and tum of events in their lives. Her life, and her son's and her family's lives, just a short while ago on so even a keel toward an anticipated future of years unfolding into achievements and joy, now all disrupted in a moment and thrown into chaos.
Recalling that woman's face, I thought of the lines of the old Anglo-Saxon poem Beowulf, lines speaking of warriors, wailing aloud, disconsolate over the death of Beowulf, their lord; lines speaking of the Geat* woman singing out in grief over Beowulf's death, unburdening herself of her worst fears in a wild litany of nightmare and laments (2); the normalcy of their lives disrupted. With this image of the grieving woman and with the lines from Beowulf very much in mind, I met a scientist from our Institute in a shopping mall and we quite unexpectedly started talking about the fragility of memories. Referring to the underlying neurochemistry of the mind, he spoke of memory and of thought as depending upon an exquisite, finely tuned balance that is so easily disrupted. The stability of memories, it When people are dying and loved ones are seems, is inversely proportional to the fragility grieving, both come to need and to seek kinds of of the neurochemical equilibria upon which they information, knowledge, understanding, treatdepend. Does the stability of our lives also de-ment, and care that they have perhaps never pend upon fragile underlying equilibria? before required in their lives. Skeins of mutual If Ekeland's statement in the opening quota-expectations are usually woven between the tion is correct, if everything we stand for rests dying and their family members, and between upon equilibria, I would like to explore a few those who are suffering and those who carry a • professional responsibility to care for them. Will these expectations be honoured and, in their being honoured, create the underlying equilibrium needed for a community of care? Or will multiple frustrations of these expectations induce a disruption of peace and even chaos at the bedside or in the home?
.
.. When Doctors Fail to Communicate
Between the diagnosis of cancer and death, patients and their loved ones are continually faced with the need to adapt to new events, to unknowns and fears they may have never before experienced. Along this whole course of adaptation, the need for precise information and knowledge is utterly essential if both the sick person and the family are to maintain a steady state of control and not fall into panic and chaos.
After sick people and their families have passed through several episodes of emotional disruptions and uncertainty, and have then regained their balance along the course of treatment, the need for information and knowledge, and particularly for sensitivity and for understanding from their physicians intensifies as the dreaded and final phase of the illness begins. As a dying loved one goes through all the ups and downs of varying pain, fatigue, weakness, agitation, and delirium, family members can so easily find themselves far out and away from equilibrium, teetering on the edge of panic and chaos. Family members are utterly justified in expecting their loved ones' physicians to take the time carefully to explain what a dying person is going through, what to anticipate, which treatments will be given, and which treatments should be stopped and why. Grieving family members at the bedside of a dying loved one deeply need.a physician's understanding that they are upset; that they need time to grasp what is happening to their loved one and to adjust to these novel and frightening events. This need for a physician's understanding, support, explanation, and care becomes particularly intense if and when a dying loved one begins to behave in ways that are bizarre, personality distorting, and totally out of character.
When family members are having difficulty knowing what questions to ask, and when they are brusquely treated and given only the tersest of explanations once they gain access to the doctor-when these events of non-communication occur, the family equilibrium that would emerge from expectations being sensitively honoured can so easily disintegrate into confusion, disorder, and the deepest distress.
... When Governments Prevaricate
One should not conclude from the preceding reflections that it is only due to insensitivity, inadequate training, or personality characteristics that doctors may fail to communicate adequately with patients and their families. This communication, particularly when people are dying, thrives on personal presence to the dying and their loved ones. This presence demands time. But even if gifted with all the sensitivity in the world, doctors can become so overburdened and so overstressed with the numbers of patients for whom they must care, that they have to fight for the time needed to be with and to speak to people in ways they so often intensely need.
Doctors can easily lose this fight for time and families can easily lose the fight to care for a dying loved one at home. One factor in each of these defeats, in certain places and in certain times, has been, and likely will be again, the failure of governments to live up to promises and to honour citizens' justified expectations that the professions involved in the care of the sick and dying will receive the resources needed to relieve suffering.
The equilibrium of palliative care requires an allocation of governmental support that will equate professional and institutional resources to the needs of dying persons and disoriented families. The attainment of a renewed and socially more extensive equilibrium in palliative care may well require that we pass through a period of sustained social agitation and critique, and not only through a process of polite professional lobbying.
Dreams?
Yes, we are such stuff as dreams are made on. However, when people are suffering and dying, and when all seems about to be lost, dreams are simply not quite enough. Dreams not turned into the realities of sensitive presence and competent care tum into nightmares.
